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Abstract

This study examined the lived experience of caregivers of children with disabilities in a sub
district of Lusaka, Zambia, providing an in-depth description of some of their daily
struggles and strengths. This study aimed to explore experiences of stigma and
discrimination from the caregiver perspective that impacted their occupation of caregiving.
This research was conducted using the photovoice methodology. Five participants
photographs were used in conjunction with photo-elicitation interviews to develop themes.
These caregivers identified the need for equality for children with disabilities, challenges
from caregiving, caregiver qualities that support caregiving, and areas of need for advocacy
and change within their community.
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Introduction
Caring for a child with a disability is a unique experience, one that can impact many
outcomes within the caregiver’s physical, emotional and social contexts. In Zambia stigma and
discrimination against individuals with disabilities can lead to changes in the caregiving
experience, often contributing to poorer outcomes in health and lifestyle.
The purpose of this study was to explore the lived experience of caring for a child with a
disability in an urban sub-district in Lusaka, Zambia. This study was conducted using the
photovoice method and phenomenological analysis. The disciplines of social work and
occupational therapy were included on this research team. To prepare for this study, literature
was reviewed relating to caregiving for children with disabilities in low and middle-income
countries and stigma and discrimination related to disability. The literature yielded information
regarding the caregiver experience in high-income countries with minimal information available
specific to caregiving in low and middle-income countries. A common theme found in the
available literature revolved around the experience of stigma and discrimination felt by the
caregiver of a child with a disability. Taking on the role of a caregiver for a child with a
disability can lead to adverse physical and mental health outcomes along with impacts on other
social contexts.
Literature regarding the use of photovoice method, participatory research and the
relationship with occupational therapy were also studied.
Review of Literature
Disability in Zambia
Disability, as defined by the 2010 census conducted in Zambia, is any “limitation in the
kind or amount of activities that an individual can do because of the on-going difficulties due to
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a long term physical condition, mental condition or health problem” (Central Statistical Office,
2012, p. 70). This aligns with the definition of disability accepted by the World Health
Organization [WHO], which defines disability as a broad term addressing impairments, activity
limitations and participation restrictions, expanding the definition to explain the complexity of
the phenomena, and how disability can impact many areas of an individual’s life (WHO, 2018).
According to the Zambia National Disability Survey (2018), the prevalence of disability
among adults aged eighteen and older was estimated to be 10.9 percent, and among children
aged two to seventeen years, the percentage of disabilities was estimated to be 4.4 percent. The
percentage of individuals with disabilities reported depended on the source used to gather data
however; the census data from 2010 stated that 2.0 percent of the population of Zambia lived
with a disability (Central Statistical Office, 2012). The percentage of individuals with disabilities
reported to agencies collecting data can be impacted by the perception of disabilities, as strong
stigma against disabilities may cause families avoid reporting the disability status of their
household members, thus skewing the data available.
The main category of disability in Zambia is considered a physical disability according to
the data collected (Central Statistical Office, 2012), with the most common cause of disability
being related to diseases such as polio, leprosy, and cataracts according to reports (Central
Statistical Office, 2012). It has been seen in the World Report on Disability that low and middle
income countries [LMIC] have higher incidence of infectious diseases that contribute to
disabilities than high-income countries such as the United States, and Germany. (WHO, 2011b).
Worldwide there has been a shift in the cause of disability, termed the epidemiological transition,
where there has been a decrease in infectious diseases and an increase in non-communicable
diseases (Cieza, Sabariego, Bickenback, & Chatterji, 2018). In LMIC countries where infectious
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disease prevalence is still high, reports indicate disability being caused by both communicable
and non-communicable diseases as well as injuries and accidents (WHO, 2012).
Disability Policy in Zambia. The National Policy on Disability was accepted in Zambia
in 2010 (United Nations in Zambia, 2017). This policy was a result of Zambia’s agreement to the
international convention titled, The United Nations Convention on the Rights of Persons with
Disabilities (United Nations in Zambia, 2017). The National Policy on Disability in Zambia aims
to provide equal opportunities for individuals with disabilities by 2030 and offers guidelines to
increase participation and inclusion, increase dignity and independence, and reduce
discrimination against individuals with disabilities (United Nations in Zambia, 2017). The policy
outlines specific goal areas including preventing disability, improving skills for daily living and
ensuring human rights for individuals with disabilities, and also includes protections against
discrimination and abuse (United Nations in Zambia, 2017).
The Persons with Disabilities Act No. 6 legally prohibits discrimination against
individuals with disabilities in Zambia (Human Rights Commission-Zambia, 2012). This act was
adopted in Zambia in 2012. This policy repeals and updates the previous policy from 1996,
updating the policy to align with current realities and terminology in disability rights (Human
Rights Commission-Zambia, 2012). The Persons with Disabilities Act No. 6, outlines the legal
rights individuals with disabilities have, including the right to choose their place of residence, the
right to not be discriminated against, and the right to not be called derogatory names specific to
the disability (Human Rights Commission-Zambia, 2012). This policy supported the
continuation of the Zambia Agency for Persons with Disabilities [ZAPD] (Human Rights
Commission-Zambia, 2012). ZAPD assists in administering services and resources for
individuals with disabilities, promotes research on disability, and promotes public awareness of
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the nature of disability (Human Rights Commission-Zambia, 2012). Individuals with disabilities
have rights that are protected including: the right to an education, access to health services
including rehabilitation services, access to employment, accessibility of community spaces, and
equal participation in cultural life, recreation, leisure and sport (Human Rights CommissionZambia, 2012). This policy outlines legal repercussions for offenses and penalties. Examples of
offenses represented in the policy include the concealment of an individual with a disability and
engaging in a practice of discrimination (Human Rights Commission-Zambia, 2012). While this
act has been legally adopted in Zambia, it is unclear on how accurately and effectively this
policy is enforced throughout the country.
In addition to overarching policies in place that relate to individuals with disabilities,
there are social welfare programs in place in Zambia to assist individuals with a disability. The
Public Welfare Assistance Scheme [PWAS] was created to provide social assistance to the most
vulnerable populations, including those with disabilities. Support is mostly seen in cash and food
supplies (Muyembe, 2007). In addition, Zambia has a social protection program called Social
Cash Transfer. This program offers financial assistance for qualified individuals in Zambia
(Arruda & Dubois, 2018). The Social Cash Transfer program targets households that are
considered extremely poor, households who have high dependency ratios, or households with
individuals with chronic illness or disability (Arruda & Dubois, 2018). Even though these
programs exist, individuals who qualify for assistance may not know about these programs, let
alone how to access them, in turn limiting the support available to them (Muyembe, 2007).
Although these policies are currently in place in Zambia, stigma and discrimination against
disability still exists.
Stigma around Disability
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Stigma can be defined as a “set of prejudicial attitudes, stereotypes, discriminatory
behaviours [sic] and biased social structures endorsed by a sizeable group about a discredited
subgroup” (Werner & Shulman, 2015, p. 272). According to this definition, the population of
non-disabled individuals may hold preconceived ideas that lead to discriminatory actions against
individuals with disabilities and their caregivers. Stigma can be experienced on many different
levels of society including personal, community, and/or population levels of a society (Tilahun et
al., 2016). Caregivers in LMIC who experienced stigma may have feelings of shame and
embarrassment, which may lead them to hide their child’s disability and keep them away from
their community (Tilahun et al., 2016). This stigma may lead to isolation for the child with a
disability, as well as for the family system as a whole.
Types of Stigma. There are multiple types of stigma. Public stigma refers to attitudes of
the general population toward a stigmatized person (Werner & Shulman, 2015). Public stigma
occurs when large groups of the general public agree with the negative stereotypes held
regarding a certain group of individuals (Corrigan & Shapiro, 2010). An example of public
stigma includes believing that all individuals with mental illness are dangerous (Corrigan &
Shapiro, 2010). Public stigma may lead to types of discrimination; including isolating
stigmatized individuals and segregating them from the general public (Corrigan & Shapiro,
2010).
Self- stigma refers to an individual who may internalize the public view of themselves
(Werner, & Shulman, 2015). This may cause individuals to believe the stereotypes the public
holds regarding them, and may work to prohibit such individuals from going against the
stereotype of pursuing opportunities (Corrigan & Shapiro, 2010). Individuals who experience
self- stigma may struggle with self-esteem and self-efficacy (Corrigan & Shapiro, 2010). A study
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conducted by Corrigan and Watson (2002) explored the damaging outcomes of self-stigma in
individuals with persistent and serious mental health illnesses. It was found that individuals who
self-stigmatized behaved in response to the prejudice against them, for example causing failure
to pursue opportunities in work or housing (2002).
Affiliate stigma refers to the stigma that is experienced by association, such as by a
family member or caregiver of a stigmatized individual (Werner & Shulman, 2015). For
example, it is expected in Zambia for a relative to assume the responsibility of caring for a child
with a disability, without addressing emotional, physical or financial repercussions on the part of
the caregivers (Chiluba & Moyo, 2017). Generally speaking, in Zambia, women are the primary
caregivers of children with disabilities and may experience outcomes of stigma while caring for
their children with disabilities (Chiluba & Moyo, 2017). Addressing the different types of
stigma that affect the population of interest in a community is important in order to understand
how individuals experience stigma and in turn, formulate ways in which to reduce it. In Zambia,
caregivers for children with disabilities may experience public level stigma, self-stigma, and
affiliate stigma due to social and cultural norms.
Caregiver Stigma in Low and Middle Income Countries. Disability affects many
individuals of all age groups and demographics. Children with disabilities are reliant on
caregivers, and caregivers of children with disabilities experience many challenges, including the
experience of stigma and discrimination. These adverse experiences often include, but are not
limited to, reduced opportunities and lack of community support. Stigma and the difficult
experiences faced by caregivers of children with disabilities are widely researched in highincome countries. However, there is limited documentation on how disability stigma affects
caregivers in low-income countries (Tilahun et al., 2016). Stigma experienced by caregivers in
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low and middle-income countries may lead to different societal and health effects, when
compared to outcomes from stigma experienced in high-income countries.
Many countries in southern Africa, belong to a culture category of collectivism (Eaton &
Louw, 2000). Collectivist societies prioritize family and community needs over individual needs.
Miller and Rubin (2007) found that individuals with a HIV positive status in a community that
stigmatizes positive status may not be accepted into the larger support system. Individuals and
their families who experience isolation and may not benefit from the surrounding community.
This can be detrimental to the health and well-being of both the caregivers, and the children with
disabilities. Families with children with disabilities may choose to stay isolated from their
community due to the fear that they may lose status or acceptance in their community due to the
stigma against disabilities (Janardhana, Muralidhar, Naidu & Raghevendra, 2015). The direct
caregiver of a child with a disability, as well as extended family members, may avoid social
gatherings due to the fear and shame of potentially being asked about their family member with a
disability (Janardhana et al., 2015). Lack of acceptance from communities regarding those with
disabilities may result in a continued cycle of misunderstandings individuals with disabilities.
Within Zambia, there are varying perceptions of the causes of disability.
Misunderstanding the causes of disability can increase the stigma against those with disabilities
and their caregivers. Having limited information about what causes disabilities can also increase
self-stigmatization by individuals with disabilities and their caregivers (Werner & Shulman,
2015). For example, there is a perception in Sub Saharan Africa that mental disorders and autism
may be caused by natural or supernatural forces, such as curses (Tilahun et al., 2016). Singogo,
Mweshi and Rhoda (2015) uncovered a perception in Zambia that disability is a result of
witchcraft, and that family members may be responsible for the bewitching of the child with the
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disability. This perception may cause community members to blame family members for causing
their child’s disability. This blame may lead to a lack of community support for the family.
Types of stigma may disproportionately affect certain groups of people more than others.
Singog et al. (2015) found that mothers of children with disabilities in Ndola, Zambia
experienced public stigma, self-stigma, and affiliate stigma. This stigma was presented through
negative attitudes from family members, community members, and health care professionals
(Singogo et al., 2015). This may have increased the experience of social isolation, family, and
marital complications (Singogo et al., 2015). Chiluba and Moyo (2017) found that caregivers in
Zambia prioritized the need for respite care, and home based and community support workers to
assist in caring for their child. Stigma against groups of people does not just affect the targeted
group, but may also affect their family, friends, and caregivers and can lead to discrimination.
Discrimination and Disability
The stigma that individuals or communities may hold toward individuals with disabilities
may lead to acts of discrimination against such individuals. The Persons with Disabilities Act No
6, defines disability discrimination as,
Any distinction, exclusion or restriction on the basis of disability which has the purpose
or effect of impairing or nullifying the recognition, enjoyment or exercise, on the equal
basis with others, or all human rights and fundamental freedoms in the political,
economic, social, cultural, civil or any other field that includes all forms of
discrimination, such as denial of reasonable accommodation (Human Rights
Commission-Zambia, 2012, p. 72-73).
In this way, stigma can be understood as the negative belief’s individuals hold in regard to
others, while discrimination can be understood as the tangible negative outcomes of these
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specific beliefs. Although the Persons with Disabilities Act No. 6, specifically prohibits acts of
discrimination against individuals with disabilities, discrimination against children and adults
with disabilities still occurs and prevents individuals with disabilities in Zambia from taking part
in opportunities given to their non-disabled peers.
Outcomes of Discrimination. Outcomes of discrimination against groups or individuals
can manifest through the inability to participate in opportunities that the general public has
access to. Tilahun et al. (2016) found that caregivers of children with disabilities in Ethiopia had
many unmet needs including access to appropriate educational opportunities, professional health
treatment, financial support, and support and advice from community supports. Children with
disabilities in low income countries faced discrimination from their community and political
forces that can be seen through the lack of implementation of the disability policies previously
discussed (Janardhana et al., 2015). Children with disabilities can also face discrimination from
their caregivers and family members who may keep the child with a disability hidden and
isolated at home, preventing them from having social interaction or participating in other
occupations such as play and learning (Janardhana et al., 2015; Sandy, Kgole & Mavundla,
2007). These acts of discrimination can impact the child’s mental and physical health
(Janardhana et al., 2015).
Caregivers of children with disabilities may also experience acts of discrimination from
individuals and their surrounding community. If caregivers of children with disability have
unmet needs, they may struggle to meet the needs of their children (Tilahun et al., 2016). They
may not be able to pursue work or access resources for their family, placing more stress on their
family unit. Caregivers of children with disabilities in Zambia may not understand their child’s
disability, their specialized needs, and the resources they may need, and may not know where to
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access specialized health care for themselves or their children (Tilahun et al., 2016). There is an
increased strain on caregivers of children with disabilities in Zambia to participate in personal
well-being and social inclusion activities which may be detrimental (Chiluba & Moyo, 2017). In
a qualitative study on caregiver experience in rural India, a caregiver reported,
I know my son is having less intelligence, may be some degree of intellectual disability,
but I do not want to become member of the disability self-help group because I have two
more daughters who need to get married, my association with disability self-help group
would be self-certifying of my sons problem (Janardhana et al., 2015 p. 8).
This type of discrimination may lead to negative outcomes in caregiver’s mental and physical
health and their ability to care for themselves and for their children.
Data collected by the Zambia National Disability Policy showed that 8 percent of
individuals with disabilities surveyed reported having experiences of being discriminated against
by public services (2018). It was also found that abuse and discriminations against individuals
with disabilities increased with the severity of the disability (Zambia National Disability Survey,
2018). Individuals with disabilities were seen to have reduced levels of social participation
across all age categories and types of disabilities, with less social participation seen in those with
severe disabilities (Zambia National Disability Survey, 2018). Due to the number of individuals
living with disability in Zambia, it is important to understand the lived experience of those with
disabilities and their caregivers.
Caregiver Experience
Caregivers’ Physical Health. Caregivers of a child with a disability may experience side
effects from the stigma and discrimination they experience from community and overruling
public policies. Caring for children with disabilities can affect the physical health of the
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caregiver (Thrush & Hyder, 2014). Greere et al (2013), found in a study of caregivers with
children with disabilities, that chronic pain was very common, especially in places where the
children are often carried on the caregivers back. Lack of access to mobility devices such as
wheelchairs, as well as environmental barriers that make using mobility devices difficult, were
identified as factors that have a great effect on the physical health of a caregiver in LMIC in
Africa (Geere et al., 2013). Thrush and Hyder (2014) found that the most common physical
symptom reported by caregivers in LMIC was fatigue, tiredness or exhaustion. It was also found
that a high percentage of caregivers in LMIC reported lack of sleep or poor sleep quality and
exacerbation of chronic conditions such as diabetes and hypothyroidism (Thursh & Hyder,
2014). Physical health outcomes can affect the well-being of the caregiver and may prevent them
from caring for their child or engaging in other meaningful activities.
Caregivers Mental Health. Caring for children with disabilities can increase the amount
of stress experienced by the caregiver which in turn can lead to adverse mental and emotional
health outcomes (Dykens, Taylor, Lambert & Miodrag, 2014). It has been found that increased
stress, due to caring for a child with a disability, increases one’s susceptibility to depressive and
anxiety disorders, and may also affect sleep quality (Dykens et al., 2014). Thrush and Hyder
(2014) found that psychological or emotional outcomes were the most commonly reported type
of burden associated with caregiving. Agurre et al (2018) found in a study of caregivers in Peru
that many experienced feelings of isolation, and worries that their children will not be taken care
of after they are no longer able to provide care themselves. Caregivers may also experience an
increase in stress related to the question of what will happen to their child when they pass away
(Aguerre et al., 2018). Caregivers also reported feelings of loneliness and hopelessness when
caring for their child, compounded by a lack of emotional support during the diagnostic process
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(Aguerre et al., 2018). The experience of caregiving can impact the caregiver’s mental health
status, which may ultimately affect the quality of care they are able to provide for themselves
and the recipient of care.
Caregivers’ Economic Situation. Caregivers in LMIC identified economic hardship as a
factor directly related to caring for a child with a disability (Dykens et al., 2014; Sandy, Kgole &
Mavundla, 2013). Children with disabilities may not have access to a school setting, which can
continue the cycle of economic hardship for the family as the child ages (Sandy et al., 2013).
Due to the lack of access to educational opportunities for children with disabilities in LMIC, they
may find entering the workforce and gaining economic independence impossible, therefore
relying on their family even into adulthood (Sandy et al., 2013). Children with disabilities can
require constant supervision, which may limit the caregiver’s ability to pursue economic
opportunities for themselves and their family (Sandy et al., 2013). Additionally, receiving health
care, rehabilitation services, and equipment for children with disabilities can be very expensive;
a difficulty exacerbated by the additional financial barrier created by the need to ensure adequate
health care and support for the caregivers themselves can be an additional financial barrier
(Geere et al., 2013). This financial stress may ultimately impact the quality of life the caregivers’
and children’s experience.
Caregiving Rewards. Despite many negative outcomes of caring for a child with a
disability, there are also positive aspects related to caregiving (Dykens et al., 2014). Most data
regarding positive aspects of caregiving has been conducted in high-income countries
information specific to positive aspects to caregiving in LMIC was not found. In the United
States for example, it has been found that caring for a child with a disability can be a rewarding
experience (Green, 2006). Caring for children with disabilities may lead to an increase in self-
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confidence and understanding on the part of the caregivers, and the reciprocal relationship
between caregiver and child can lead to important learning (Green, 2006). Positive outcomes of
caregiving in LMIC may vary from the results found in these high-income countries. For
example, Colantonio and Vernich, (2002), explored the positive aspects of caregiving in Canada
(2002). Some positive outcomes of caregiving that were reported included a sense of reward, and
fulfillment, and companionship (Cohen, Colantonio, & Vernich, 2002). This study found that
caregivers, who reported more positive outcomes associated with caregiving, also reported fewer
negative outcomes associated with caregiving such as symptoms of depression (Cohen et al.,
2002).
Caregiver Supports. Supports that have been identified that aid in the activity of
caregiving are important to understand and identify in order to inform policy, create effective
resources and ensure quality of life for caregivers and those they care for. According to the
global policy forum by Collins et al. (2017), caregivers identified areas of support and their wish
for increased resources within identified supports. Caregivers identified the need for training and
support as caregivers in addition to access to educational opportunities for their children, as
necessary supports (Collins et al., 2017). Additionally, Sandy et al. (2013) found the need for
support and training for professional caregivers including health workers, to adequately care for
children with disabilities. Caregivers additionally identified the need for support to pursue
vocational opportunities while engaging in their caregiving role (Collins et al., 2017). Mental
health treatment resources were identified as important to support the mental and physical health
of caregivers of children with disabilities (Collins et al., 2017). An example of a health
profession that can support caregivers and individuals with disabilities is an occupational
therapist.
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Occupational Therapy
The practice of occupational therapy aims to promote health and wellness through
engagement in occupations for all individuals and populations (WFOT, 2019). Occupational
therapists work with populations of all ages, starting at birth. Over 70 countries have
occupational therapy practitioners that are currently practicing in country (WFOT, 2019). The
field of occupational therapy has unique skills in assisting children with disabilities, as well as
assisting caregivers of children with disabilities in activities of daily living, engaging in cooccupations and advocacy skills (AOTA, n.d.b). A key member of a care team for a child with a
disability is the caregiver of the child. Occupational therapy has a role in working with the
caregiver regarding therapeutic interventions for the child with a disability, as well as assisting to
develop advocacy skills and connections for the caregivers (AOTA, n.d.b).
Occupational therapy practice in LMIC may look different than occupational therapy
practices in high-income countries. In LMIC, where occupational therapy may not be fully
established, the role of an occupational therapist may take place in settings not deemed
traditional practice areas in high-income settings. This may lead occupational therapists to
pursue non-traditional areas of practice including advocacy and legislative positions in order to
be an effective practitioner (Newton & Fuller, 2005). Here is an example of how occupational
therapy may differ in LMIC where occupational therapy is not fully established,
An occupational therapist may help a man with quadriplegia learn to use a sewing
machine, but if he cannot access a loan to buy his own sewing machine because the bank
thinks that disability is a curse, or if he cannot work in the tailoring factory because of
poor accessibility, the therapy has not greatly improved the situation (Newton & Fuller,
2005, p. 365).
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As occupational therapy is emerging in Zambia, it will be important to understand occupational
therapy role in traditional settings, as well as non-traditional settings in order to effectively
provide care that is culturally relevant and contextually situated.
Occupational therapists adhere to a code of ethics, which ensures best care practices for
clients and families. The code of ethics adopted by the American Occupational Therapy
Association [AOTA], outlines core values of the profession, and as well as ethical guidelines for
practitioners, and researchers (AOTA, 2015a). The World Federation of Occupational Therapists
[WFOT] outlines their own code of ethics, which emphasize a need for cultural awareness
needed of occupational therapists in order to provide ethical care (WFOT, 2016). It is understood
that every country that is a part of WFOT will create a working code of ethics specific to each
country’s professional context (WFOT, 2016).
Occupational Therapy in Sub-Saharan Africa. Rehabilitation therapies in Sub-Saharan
Africa include occupational therapists, speech language pathologists and physiotherapists. Due to
the limited educational opportunities to train individuals in Sub-Saharan African countries in the
field of rehabilitation, there is a limited number of practitioners working in fields of occupational
therapy, speech language pathology, and physiotherapy (Agho & John, 2017). Occupational
therapists and physiotherapists who can provide care for individuals affected by disease and
disability, however, are generally not regarded as major healthcare providers in Sub-Saharan
Africa (Agho & John, 2017). The education requirements for occupational therapists and
physiotherapists in Sub-Saharan Africa vary greatly from country to country (Agho & John,
2017). Fifteen countries in Africa report offering educational opportunities for occupational
therapy, this number includes Zambia although the program is not currently running (Alochi,
2017). Educational programs for occupational therapy in Africa are mainly bachelor level
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degrees, with master’s and doctorate levels only being offered in South Africa (Agho & John,
2017). Data from Anglophone countries in Sub-Saharan Africa show greater numbers of
physiotherapists than occupational therapists in almost every country in which data was available
(Agho & John, 2017). Regarding countries surrounding Zambia, only Zimbabwe has a current
occupational therapy program with one hundred and twenty-four occupational therapy
practitioners in the country (Agho & John, 2017).
Occupational Therapy in Zambia. Occupational therapy services in Zambia are
currently limited. Occupational therapy services have been conducted in Zambia since the 1970s,
mainly by external occupational therapists that are not residing in Zambia for the long-term
(Olsen, Wilson & Beeson, 2016). There are a limited number of practicing occupational
therapists in Zambia. The practicing occupational therapists currently reside in Lusaka and
Livingstone (Njelesani, et. al., 2013). In 2013 there were two practicing occupational therapists,
while in 2017 the number increased to five (Agho & John, 2017; Njelesani, et. al., 2013).
Partnerships between outside researchers and institutions in Zambia are essential for the
development of research regarding the implementation of occupational therapy and occupational
science practices in the country (Njelesani, et. al., 2013). Partnerships must consider
sustainability to be effective when developing and implementing research studies (Njelesani, et.
al., 2013). External occupational therapy and occupational science researcher’s benefit from
partnering with in-country occupational therapists. Due to the limited number of occupational
therapists in Zambia, however, partnerships may also be successful if they include partners of
other disciplines relevant to populations of occupational therapy (Njelesani, et. al., 2013).
Participatory Research
Participatory research is a research method that involves the participants in the entire
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research process, working in collaboration with the researchers (Letts, 2003). Participatory
research aims to give the participants larger roles in the research process than the researchers
themselves (Letts, 2003). Participants are involved in defining the research problem, determining
the various questions, planning the research project, and collecting and disseminating the
information (Letts, 2003). A unique component of participatory research includes the premise
that change will occur through the knowledge that is gathered as the research process progresses
(Letts, 2003). Participatory research can have qualitative and quantitative components; however,
participatory research is generally associated with qualitative research methods (Letts, 2003). A
form of participatory research is community-based participatory research.
Strengths of Community-Based Participatory Research. The active nature of the
participant’s role in participatory research can be a great strength to this type of research project
(MacDonald, 2012). The active and shared role between the participants and researchers allows
the participants to claim ownership within the project. Ownership has been seen to lead to a
development of greater trust between the researcher and participant (Macdonald, 2012). This
form of research builds on the collective skills and expertise of the researchers, combined with
the unique skills, knowledge, and experience of the participants, to understand the topic of
research (MacDonald, 2012). Participatory research can facilitate partnership between
participant, researcher, and organization, leading to long term sustainable relationships (Israel,
Eng, Schulz, & Parker, 2013). Participatory research can be empowering for the participants by
creating greater understanding and space for reflection on the social issues being researched
(MacDonald, 2012). Involving participants in research projects allows the research to focus on
areas of local relevance while also reducing researcher bias (Israel, Eng, Schulz, & Parker,
2013). Empowering the participants can allow the individuals being affected by the research
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phenomena to be active in campaigning for change (MacDonald, 2012). This methodology may
be particularly effective in LMIC where historical issues of power and oppression greatly impact
current life.
Challenges of Community-Based Participatory Research. Participatory research can
be a strong research strategy to develop knowledge in many areas of study, however, challenges
associated with this type of research limits its efficacy for some research studies. Participatory
research should not be used when testing for outcome measures such as reliability, validity, or
sensitivity (Letts, 2003). In addition, participatory research can be time-consuming and may not
lend itself to research projects that are under strict time constraints (Letts, 2003; MacDonald,
2012). A large challenge of participatory research revolves around balancing the role and
responsibility of being an external researcher with encouraging the participants to take control of
the project (Letts, 2003).
Community-Based Participatory Research and Occupational therapy. Participatory
research is a research method that aligns with the principles of occupational therapy. For
example, both of these constructs aim to be client-centered and activity based. Participatory
research strives to engage community members in meaningful participation within their own
community, aligning with occupational therapy’s goals (Letts, 2003). Within participatory
research, the participants are active members of the research process, similar to how clients
engage in the occupational therapy process (Letts, 2003). Participatory research has been used to
support the field of occupational therapy and occupational science. A form of community-based
participator research that has been used within the field of occupational therapy and occupational
science is photvoice.
Photovoice
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Photovoice is a form of qualitative, community-based participatory action research.
Photography has been used in research for many years across multiple disciplines including
sociology, anthropology, journalism, and psychology (Latz, 2017). Photovoice differs from
photography research in the way it combines photographs and narratives to explore experiences,
and has the participants capture the photographs instead of the researchers. (Latz, 2017). The
first photovoice study was implemented by Wang and Burris in 1994 and was used to conduct
research with a marginalized group in rural China (Latz, 2017). Although there is no set
procedure to follow in conduct photovoice research, however, Wang (1999) initially outlined
nine prescriptive steps for delivery:
(i) selecting a target audience, (ii) recruiting participants, (iii) educating participants
about the photovoice method, (iv) gaining informed con- sent, (v) brainstorming the
project focus with participants, (vi) distributing cameras, (vii) providing time for
participants to take photographs, (viii) meeting with participants to talk about their
pictures, and (ix) planning how to share this information with the target audience. (Wang,
1999).
Observing these 9 steps, one can see how the participants are greatly involved with the
researchers in collecting, analyzing, and disseminating research information.
Photovoice Strengths. Photovoice studies can offer relationship-building opportunities
between the researcher the participant, and the participant’s community. This research method
can be used to identify environmental strengths as well as environmental barriers in the
participant’s daily life (Lal, Jarus & Suto, 2012). Within the photovoice method, themes are
identified through a partnership with the participants, based on photos and concepts that show
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what the participants perceive as important, and highest priority for the researchers to be made
aware of (Hergenrather, Rhodes, Cowan, Bardhoshi & Pula, 2009).
Photovoice aims to increase community engagement and create change. By increasing the
understanding of the community needs, Photovoice aims to impact and increase the participant’s
feelings of empowerment (Catalani & Minkler, 2010). Hergenrather et al., (2009) found that
participants became advocates for themselves and for their community. Photovoice studies can
leave lasting effects of empowerment of participants. One study found that there was a positive
change in empowerment in participants after acquiring new knowledge, critical awareness skills,
self-perception, and social support systems after the research study (Budig et al., 2018).
Photovoice studies can provide beneficial information for the researchers and the participants,
while also increasing advocacy by individuals and communities.
Photovoice Challenges. The photovoice methodology has many areas of strength, but
there are additional challenges to consider associated with this type of research. This
methodology is time-consuming and can be costly as each participant needs access to his or her
own camera (Wang & Burris, 1997). Photovoice opens up situations that may put participants at
risk, such as taking photos in unsafe environments (Wang & Burris, 1997). In addition,
photographs are useful data but may be difficult and subjective to analyze (Wang & Burris,
1997). Challenges with photovoice also include complex ethical dilemmas that present
throughout the process for the participants as well as the researchers.
Incorporating photography, research interviews, and group processes’ in the photovoice
methodology, can lead to ethical challenges of delivering service and implementing research.
The developers of photovoice, Caroline Wang and partner Yanique Redwood-Jones, outlined the
first look into the specifics of photovoice ethics (Wang & Redwood-Jones, 2001). The ethical
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guidelines detail specific protections put in place to protect not only the participant’s right to
privacy, but those of the individuals, groups, neighborhoods, and communities that may appear
in the photographs (Wang & Redwood-Jones, 2001). In addition, photovoice research projects
must be sure to protect individuals from disclosing private and embarrassing facts or
misrepresenting the subjects of the photographs and participants (Wang & Redwood-Jones,
2001). Within photovoice projects, the ownership of the photographs must be discussed with
careful consideration between researcher and participant. This is done to ensure the participant
understands and agrees to how the photographs will be used and gives a chance for the
participant to decide if any or all of their photos can be used for the research (Wang & RedwoodJones, 2001).
Safety is a large ethical concern for all human participant research designs. It is essential
in photovoice research to understand the safety implications of providing participants with
valuable cameras and incorporate community safety education into the trainings (Wang &
Redwood-Jones, 2001). In photovoice research it is also important to incorporate training on
ethical representation, and how to ask consent for an individuals or individual’s property to
appear in one’s photos (Wang & Redwood-Jones, 2001).
It is important when looking at photovoice ethics to understand the role of the researcher
in photovoice interviews and group discussions. The researcher should not interject their own
opinions or ask leading questions of the participants which may lead to biased results (Wang &
Redwood-Jones, 2001). This may come into play when the researcher offers ideas or suggestions
about what the participants can take photos of, as these examples can lead the participants to
focus on certain areas and may bias the end results (Wang & Redwood-Jones, 2001). As
photovoice is a participatory action based qualitative research study, researchers must focus on
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developing ethical and trusting relationships with local community members to effectively
implement photovoice projects. This must be done while also protecting researcher and
participant rights (Wang & Redwood, 2001).
Photovoice and Occupational Therapy. Photovoice is an emerging method used in
occupational therapy and occupational science research. Photovoice lends itself to occupational
therapy research due to the shared principle of client-centeredness (Lal et al., 2012), aiming to
understand the perspective of the participant. Photovoice studies can build community
relationships, identify environmental barriers and strengths, and assist researchers and their
audience to understand the perspective of individuals with disabilities, all of which align with
goals of occupational therapy practice (Lal et al., 2012). Photovoice studies have been used to
examine populations commonly seen by occupational therapists including individuals with
multiple learning disabilities and older adults (Andonian & MacRae, 2011; Cluley, 2017).
Photovoice also can be used to involve participants that are consistently left out of research,
including individuals with profound or multiple learning disabilities and populations that are
typically marginalized (Cluley, 2017). Photovoice has been used as a research method to
examine systemic stigma and other issues in LMIC.
Photovoice in Low and Middle Income Countries. Photovoice has been used in LMIC
with success. As minimal equipment is required, and can be provided by the researchers,
photovoice can be effectively used in low-income settings (Wang & Burris, 1997). Photovoice
studies can be used in low income and high-income countries to compare how phenomena being
researched may differ. For example, the concept of play in a LMIC country may differ from play
in a high income country (Berinstein & Magalhaes, 2009). Results from research can have
implications for policymakers and program development, which can impact outcomes for

EXPERIENCES OF CAREGIVERS OF CWD

27

children with disabilities in LMIC (Adegoke & Steyn, 2017). For example, photovoice studies in
LMIC countries can provide information for program development and identify community
barriers and strengths in order to increase cultural humility. In this way photovoice is well suited
to explore phenomena relevant to the field of occupational in low-income countries, where
information is gained for researchers and participants, and community change can be instigated.
Catholic Medical Mission Board
Catholic Medical Mission Board [CMMB] is a faith-based non-governmental
organization that aims to provide long-term assistance to communities disproportionally affected
by poverty and limited access to health services (CMMB, n.d-c). CMMB is based out of New
York in the United States and has country offices in Zambia, South Sudan, Peru, Kenya, and
Haiti (CMMB, n.d-c). CMMB’s program areas are diverse and include programs related to
maternal and child health, safe water and sanitation and economic empowerment among many
others (CMMB, n.d-c). Collaboration amongst local communities and organizations is
emphasized in the programs run by CMMB, as they believe that local partnerships create longer
lasting and more sustainable impact (CMMB, n.d-c). Deeply rooted in the Catholic faith,
CMMB’s programs are based in social justice and committed to the communities they serve
(CMMB, n.d-c).
Kusamala + Program. The Kusamala + pilot program began in 2017 when St. Catherine
University and CMMB formed a partnership to pilot a program with families with children with
disabilities living in the community. This pilot program was funded by the GHR Foundation. The
Kusamala + program is an extension of the Kusamala Project which focuses on strengthening
family systems to impact vulnerable children (CMMB, n.d.-d). The Kusmala + program works to
strengthen family systems that include children with disabilities in order to keep families
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together and supported (CMMB, n.d.-d). This program aimed to pilot an intervention to reduce
stigma and increase skills and resources for children and families with disabilities and allow for a
better understanding of the realities of children and families with disabilities in Zambia in order
to improve their circumstances (CMMB, n.d.-c). The intervention piloted was based upon a train
the trainer model, and a curriculum has been developed to train master trainers in basic principles
of disability care. These trainers then trained community volunteers in these same principles
(CMMB, n.d.-d). The community volunteers, called Community Caregivers [CCG’s] are given
geographical areas in urban compounds and assist families of children with disabilities.
Study Purpose and Research Question
The purpose of this study was to explore the lived experience of caregivers of a child
with a disability in a sub-district of Lusaka, Zambia. Understanding the experience of caregivers
of children with disabilities will allow for further program development to better represent this
population and cater to their individual strengths and needs. This research also aims to expand
the literature regarding the field of occupational therapy and the use of photovoice methodology.
The research project explored the following research question:
What are the lived experiences of caregivers of children with disabilities residing in the
Kanyama district of Lusaka, Zambia?
This question was addressed using photovoice and photo-elicitation interview methods in
which the participants drove the process of taking photographs, discussion and exhibition. This
project is a smaller part of the larger Kusamala + program.
Methodology
Research Design
This research used the photovoice method described by Wang and Burris (1997). The
photovoice method was chosen due to its participatory nature and emphasis on empowerment of
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the participants (Budig et al., 2018). Within a photovoice study, basic photography and ethics
training are provided to the participant and time is then given for participants to capture photos
based on the research question. Photos, captions, narratives, and interview transcriptions served
as data for this research study. Photovoice was chosen because it allowed participants to give
their perspectives about disability through their own eyes and verbal narratives. Qualitative data
was collected through photo elicitation interviews and participant photographs.
Phenomenology as a research design places an emphasis on understanding the presence
of a certain phenomenon within the participant’s life. In understanding the lived experience of
the participants, the researchers gain a better understanding of how the phenomena impacts the
everyday life of those experiencing it. In a phenomenological research design, data comes
directly from the participants themselves in the form of in-depth interviews and can also include
visual data such as photographs. After data collection, Moustakas’ (1994) method of
phenomenological analysis served as the lens for data analysis. Moustakas method of analysis
groups significant statements from the data to describe what the participants are experiencing to
creates a composite description of the phenomenon being studied. (Creswell & Poth, 2018).
Phenomenology and photovoice can be used in conjunction to better understand
phenomena from the participant’s perspective as both fit within the guidelines of occupational
therapy research. Phenomenology and photovoice have been methods paired together in research
conducted in other low-income African countries (Berinstein & Magalhaes, 2009; Davtyan,
Farmer, Brown, Sami & Frederick 2016).
Sampling, Recruitment and Participants
Both purposive and snowball sampling strategies were used to identify potential
participants through with the assistance of Catholic Medical Mission Board [CMMB].
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Participants qualified for the study if they were in the age range of 18-70 years and held the role
of a primary caregiver of a child with a disability. All participants were currently participating in
the Kusamala + program and were being seen by a CCG in the community.
Participants were recruited by the local agency, [CMMB] who support the Kusamala +
program. Community mobilization officers contacted supervisors of the Kusamala + program to
recommend community caregivers who function as health outreach workers in the Kusamala +
program. The community caregivers recommended families based on their dedication to the
program and the relationships formed with the community caregivers. Ten identified families
were then visited by the research team and invited to a one day 6-hour training event, where
more program information was detailed and consent could be given to join the research project.
The research team was divided into two teams consisting of the social work discipline
and the occupational therapy discipline. The first team consisted of an occupational therapist, an
occupational therapy student, three community caregivers, one community mobilization agent,
and one supervisor for the community caregivers. The second group included one social work
professor, one social work student, four community caregivers, a community mobilization agent
and one supervisor. Families who were visited and the caretaker was not present, were contacted
via phone and invited to the initial training workshop. Designated community caregiver then
visited families who were not available to the research team to ensure families had initial
knowledge of the program and time to think about participation At the training workshop,
participants were given a choice to participate, and informed consent was gathered at the end of
the workshop day.
Ten individuals participated in this study, nine mothers and one father. All resided in a
low-incomve urban sub district of Lusaka, Zambia and have a child with an identified disability.
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Ethical Considerations
Institutional review board approvals were gathered from University of St. Thomas, St.
Catherine University, and The University of Zambia. Participants were informed of the study and
given time individually to consent. Consent was gathered during a daylong training workshop,
where an interpreter read translated information and consent documents in Nyanja. Participants
could sign their names, or space was given for thumbprint consent if necessary. During the
daylong training workshop, participants were trained on information regarding requesting
consent for individuals to appear in their photographs. Participants were given forms to explain
the project, and to gain consent, and an assent form for other individuals.
Procedure
This project was conducted over 15 days and included the following steps:
1. Research team met with potential participants in their homes in sub district of Lusaka,
Zambia to explain the project and invite individuals to participate. See appendix B for
visual schedule of project timeline provided to participants.
2. A 6-hour long training workshop was conducted. Potential participants learned more
about the project and research question, photovoice, photography, ethics of photography,
and gave consent to participate in the study. See appendix A for the training workshop for
a detailed breakdown of activities
3. Ten participants were given cameras for four days to capture photos related to the
research questions, What are your experiences with stigma and discrimination while
caring for your child with disabilities? What are your preferences for changes they
would like to happen in your community to reduce experiences of stigma and
discrimination?
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4. On days six and seven of the project, the team re-visited participants in their homes. The
research team members uploaded participant photos onto a laptop computer, and
participants were given time to choose five favorite photos which they had taken that they
wanted to talk about. Photo-elicitation interviews were then conducted with each
participant using the following 5 questions. Describe your picture? What is happening in
your picture? Why did you take a picture of this? What does this tell us about your life?
How can this picture provide opportunities for us to improve lives?
5. Observations of verbal and nonverbal behaviors were also noted during all interviews by
the second researcher on the team.
6. Participants came back together for the final project workshop on day eight of the project
where participants shared their five photos and stories with other participants.
7. The participants then worked to discuss commonalities, differences and prioritize themes
from their photographs together. The agenda for the end of project workshop is in
appendix B
8. Participants were given time to discuss how to set up their photo exhibition, and
population of attendance, and agreed upon location for the exhibition by the researchers
and participants.
9. The photo exhibition was held on day fifteen of the project. Location was chosen by
participants and local CMMB staff. Researchers compiled the photographs chosen by
participants and created posters with participants self-determined themes and messages.
Text was written in English and translated in to Nyanja. All caregivers were present for
the community exhibition and assisted in explaining project findings and experiences to
community members.
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10. After every day of work on the project, each individual on the research team completed
field notes. Subjects within field notes included: experience so far, thoughts on the
project, thoughts on power dynamics and thoughts on ethics of project. Field notes were
uploaded onto shared online folder and stored in a secure cloud folder. Field notes were
designed to ensure that members of the research team were cognizant of their individual
biases and how these biases could impact their work with the research project
Data Analysis
1.

For this thesis, five interviews were used to inform data analysis and findings. All five
interviews were with mothers who provided care for a child with a disability.

2. Each member of the research team coded the five transcripts independently per the
Moustakas phenomenological method. The research team met consistently to review
work and gain consensus on common codes across all four perspectives. Final codes were
kept and tracked using the Nvivo software.
3. For this thesis, the final codes from five interviews were used individually to continue
data analysis. There was a total of 179 final codes for the five interviews.
4. The final agreed upon codes were further analyzed and collapsed into categories. Codes
were collapsed into 5 categories all of which had sub-categories.
5.

Photos from each 5 participants were then matched with each category and subcategories
according to text.

6. From the categories and photos, data was then broken down and compiled into themes.
Four themes were developed, two of which have sub themes. After coding the five
interviews and corresponding photos, four themes were found in the data. The themes
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found will be organized in the following sections, “Also a Human Being,” “What the
community needs to know,” “Have to be strong,” and “This is what we go through.”
7. All information kept within secure shared internet files, and codes were stored online
using Nvivo software.
Findings
Data from a sub-set of five photo elicitation interviews and photographs from five
participants were used for analysis of findings in this thesis and led to the development of four
themes.
Theme One: Also a human being. This theme spoke to the caregiver’s self-identified need to
treat their children with disabilities with equality. Through photographs and photo elicitation
interviews, caregivers showcased the ways in which they treat their children with disabilities as
equal, and their desire for equality for their children in their community. The caregivers
expressed desire for others in their community to know that their children with disabilities are
also human beings. One mother described the emotions felt when coming home to see her child
sitting upright reading the bible:
This picture shows that we need to love John because he is also a human being. He needs
that love and deserves it.
Caregivers also offered examples of times that they treated their children with disabilities with
equality stating:
I don't keep John inside the house. I don't lock him inside the house. I let him go and play
with other children outside there.
We need to be responsible enough to make sure that not only we are supposed to bathe
ourselves but also to bathe for our children with disabilities who can't manage to bathe
themselves.
This picture really communicates to say no matter condition of the child we need to take
care of them.
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Through these examples, caregivers demonstrated actions of equality in meeting their children’s
basic needs despite the presence of a disability.
In addition to the actions of equality, caregivers spoke of the love they had for their
children with disabilities. Through the photo-elicitation interview process, caregivers with
children with disabilities described how their children deserve to be loved just like any other
children in the community. One caregiver spoke of the need for love for her child stating:
Even it doesn’t matter the condition that children are in. You have to show them love.
Caregivers brought attention to the need for love for their children with disabilities from family
members including fathers, grandparents, siblings and extended family members.
One caregiver described her relationship with her husband and how caring together with love
supported their child:
It should tell you about the cooperation that I have with my husband with taking care of
Sara, that no matter what the situation or the medical condition that Sara might be
passing through, me and her dad we are together to just make sure that Sara is in good
condition.
Other caregivers described how additional family members showed love for their children with
disabilities, which offered support for themselves as a caregiver. For example, in this picture the
father is helping the child to access the toilet.

EXPERIENCES OF CAREGIVERS OF CWD

36

Figure 1: Helping the child to manage
The father is helping the child on things she cannot manage to do.
People that are neighbors and friends, family, they have accepted him and he’s part of
family.
Caregivers elaborated on the need for their children with disabilities to be treated with dignity
and respect in the same way as their typically developing peers. Caregivers additionally
described that one way they treat their children with disabilities with dignity is by ensuring their
needs are met.
Caregivers described the need and importance to provide care and support to maintain
their child’s hygiene stating:
This picture is telling us that the child should bath no matter the situation whether the
child can walk or cannot walk.
You always have to be there to care for the child.
We need to be responsible enough to make sure that not only we are supposed to bathe
ourselves but also to bathe for our children with disabilities who can't manage to bathe
themselves.
In this study, the caregivers identified the need for equality for children with disabilities because
they noticed difference in care between their children with disabilities and their typically
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developing peers. Equality was deemed as important in order to provide quality care for their
children, through love, dignity, and respect. From this theme, two additional subthemes emerged.
Subtheme One: Deserves to be a child. This subtheme speaks to the wish caregivers have for
their children with disabilities to be treated like typically developing children. This includes
caregivers wanting their children with disabilities to have friends, seek success, have
independent interests, and be included in educational opportunities.
Multiple caregivers identified the importance for their children to have inclusive
friendships stating:

Figure 2: Happiness
She really wanted to communicate to say even Samuel is happy when he’s amongst his
friends. That was the reason why she had to take this shot.
She says she’s usually happy. She feels good that he’s able to interact with the friends.
Caregivers also identified the importance of their children with disabilities to be treated and
viewed as children themselves. For example, in the following picture, the mother is describing
her emotions when seeing her child playing with other children in the community:
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Figure 3: Goal Keeper
She's saying this picture, it gives me courage and it makes me feel strong because it tells
a lot that even despite the child having a disability the child still can go to school and do
other things that other children are able to do.
Subtheme Two: Deserves community acceptance. This subtheme described how children with
disabilities deserve community acceptance as a way to treat children with disabilities with
equality. Community acceptance was included in many caregiver’s photographs and interviews,
as a support for themselves as caregivers, and as a desire for increased community acceptance for
their child.
Caregivers offered examples of how they wished the community would recognize their
child with a disability as a part of larger society:
She’s saying in this photo she wants the community to learn. They need to have empathy
and sympathy for this child, and then again they need to exercise patience with them,
because it will take time for them even just to have a through bath, so they need to have
patience with them, and then they have to accept and just be with them where they are.
The community, when they see this picture, they should understand that it's not them
alone with this situation and there are other people facing the same situation, but we
don't have to give up.
She says it’s her desire that when people see this picture they have to develop love for
children living with disability.
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Community acceptance was identified as something very important to the parents as a
way to show equality for children with disabilities. This was identified as a caregiver support, as
well as an area for growth for increased equality for children with disabilities. In the following
photo, the mother described the importance of capturing this photo of taking her child to the
barber showing the importance of having community resources to understand children with
disabilities

Figure 4: Taking care of the child no matter the kind of disability
Through the photograph and photo elicitation interview process, the theme of treating
children with disabilities as equal was presented by caregivers. The caregivers emphasized that
children with disabilities can be treated with equality through actions, love from family and
community members, the right to be children, and through community acceptance.
Theme Two: This is what we go through. This theme provided a rich description of challenges
faced by those who are caregivers for children with disabilities. Parents

described challenges

related to caregiving involving environmental, emotional, financial, and social support, as well as
physical contexts. Participants often elaborated on the daily challenges that they encountered as
caregivers of children with disabilities.
I wanted to show to everyone that even those others with disabilities, they need to know
that all of us passes through these scenarios.
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Multiple caregivers outlined challenges that arose in their daily life due to their interior
and exterior environments. Having small spaces in the home, sharing spaces with other children,
and not having safe spaces inside for their children were identified as some interior challenges
described by caregivers of children with disabilities.
One mother photographed a small room in her house to capture that all of her children,
including her child with a disability shared the same small space.

Figure 5: Care
The room is small and all her children, this is where they sleep. So maybe the way things
are shown, the way things are displayed like a little bit a lot. It shows that it’s congested
in that room, so mostly they don’t usually spend their time in that room. They just go
there to sleep because it’s small. That’s why maybe things are scattered all over the
room.
Having to walk long distances to access well water or carry their children to access educational
and health care services were identified as examples of exterior environmental challenges faced
by caregivers of children with disabilities.
One caregiver captured a photo of a nearby well to showcase the importance of having
fresh water nearby to fulfill her duties related to caregiving. She explained that the well
supported her ability to provide quality care to her child and sometimes the well closed due to
excessive bacteria in the water.
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Figure 6: Help
In caring for Samuel, this picture is communicating that she really depends on this well,
okay. Because there are times when she’s busy, she comes late home, but she’ll find that
the water is unavailable. She will not have to move, walk for long distance to go and look
for water to bath Samuel or to wash for him and to do these other daily activities. She
says this picture shows that life is simplified, made a little bit easier with the well around.
Caregivers additionally described the emotional challenges related to caring for a child with a
disability. Caregivers touched on experiences related to their emotional statuses, while
providing care for their children.
Participants described the experience of noticing that their child may not be
developing typically explaining:
And then after some time she noticed that even just by putting the two children by their
but it was quite challenging for Samuel because she wouldn’t feel comfortable. He
wouldn’t suit in or fit in the back like the other would do. That’s when she began noticing
to say, “I think there’s something wrong.”
At some time she even took the child to the clinic and then they explained to her. She
observed that the other child started sitting, but him he could not. The neck was weak and
hands stiff, and then that’s when it spread to her body, got milestones. Like him he would
have delayed milestones. And then that’s how she accepted and said okay. According to
her she still comes back to say, this child was just born like this.
Challenges related to the financial difficulties experienced by caregivers with
children with disabilities were also discussed. Caregivers explained that there were
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additional costs associated with their children with disabilities, as well as impact on the
caregiver’s ability to seek out employment opportunities due to their caregiving duties and
lack of support in caregiving. Caregivers with limited financial support also experienced
difficulties accessing resources such as transportation. Financial difficulties were
exacerbated by already low socioeconomic status and poverty.
It’s not very far, but sometimes I get into a bus, sometimes we just walk when we have no
transport money to get into a bus
I may have plans in the job that I do at [Metera 00:11:29]. Sometimes I can't even
manage to attend to plans because I have to make sure that I wash her clothes.
Multiple caregivers described the challenge of balancing time constraints associated
with caring for a child with a disability and fulfilling other roles and obligations
participants held. Caregivers identified the importance of not leaving their children alone
and described a lack of social support to assist in watching their children. Caregivers were
thus unable to do many things due to having to stay with their children.
Caregiver’s recounted the difficulty of relying on others to support and assist their
families when their children could not be left alone.
Wants the community to learn [inaudible 00:25:58]. These children need care, even
while they are sleeping they need to be cared for. That’s what she wants to communicate.
Her experience has been quite in that it’s usually hard for her to leave Samuel alone. She
will have to wait for the friends to knockoff from school.
That’s when she would leave him with the friends, maybe to go and do one or two things.
Maybe do businesses. Mostly if it’s not like that that means she’ll have to maybe let one
or two friends not go to school just to be with Samuel. She says this has been a challenge
for her. This is why she had to take this picture to really explain it in a daily life. Says
sometimes when her sisters and cousins have come through that’s when she’ll have time
to go do other business because Samuel will be with the sister or a cousin. But when they
are not there it becomes a challenge
She wanted to communicate to say it’s really hard for her to bath Samuel when she’s
alone. There’s always need for a helping hand yes, in bathing Samuel.
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Other caregivers commented on the challenge that came from caring for a child with a disability
with limited support.
There are times when there is no one to help. That means he would be just forced to make
him lie on the floor so that she does the bath, not from a tub.
All five caregivers identified physical challenges that were associated from
providing care to children with disabilities. Caregiver’s responsibilities included bathing
their children, providing transportation, dressing their children and many more physically
demanding tasks.

Figure 7: Love
The reason why she took this picture is because dressing up this child has been the
challenge and she really needs someone to help out.

Figure 8: Child Bathing
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Bathing him is not a problem but the only challenge is that he cannot manage sitting. So
meaning one hand has to hold him, the other hand has to do the bathing.
Caregivers explained that due to the increased physical nature of many caregiving tasks
regarding their children with disabilities they felt symptoms of fatigue and exhaustion from
caregiving.
I have to be nice to her to just make sure that I bathe her and doing that it's really
sometimes tiring.
Through the photovoice process caregivers identified challenges they face as caregivers for
children with disabilities. These challenges impacted the quality of life and care provided
by caregivers. Caregivers described challenges they faced due to their role, which was
confounded by the feeling of having to provide care alone.
Theme Three: Have to be strong. This theme captured identified characteristics of
strength described by caregivers as necessary to provide quality care and love for their
children. Areas of strength included the need to have patience for their child, the need to
persevere through challenges, and the need to be able to problem solve. Strength was also
seen as coming from the act of caregiving, as multiple caregivers described a feeling of
pride attached from their role as caregiver. Caregivers expanded upon ways in which they
displayed strength through caregiving, expressed within photographs and throughout the
photo-elicitation interviews.
One caregiver described the need to be strong as a caregiver for a child with a disability
stating:
You need to be patient and strong as you’re taking care of this child with a disability
because challenges are there.
Caregivers identified the need to have patience for their children as seemingly simple tasks
may prove more difficult for children with disabilities, when compared to their typically
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developing peers. For example, the task of dressing or feeding a child may take additional
time and complex strategies for children with disabilities and their caregivers. This is
demonstrated in one mother’s photo of her child being fed.

Figure 9: Child is feeding
So someone who's feeding him should take their time, they should be patient enough.
Many caregivers identified the importance of meeting their children’s daily needs and
having patience for their children as one way to ensure that the basic needs for their children
with disabilities could be met.
Another trait that was valued by the parents was the ability to persevere through
the difficulties they may face. Caregivers demonstrated perseverance in the pursuit of
meeting their children’s basic needs and providing care with sometimes limited support.
Her experience is that she has to be strong in this whole process
One caregiver demonstrated perseverance when describing providing care through the challenges
she faced.
It tells us that this picture, it tells us that it's our responsibility. We don't have to let the
child just like that if she has an accident in their pants. We have to be selfless. We have to
actually care for the child and provide the support that they need from us.
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Figure 10: Toileting accidents
Caregivers described in detail the responsibilities required as a parent with a child with a
disability. They identified the need to respond to their children, and to be aware and
understand their needs and individual communication styles. Caregivers described their
unique relationships with their children and awareness of their cues, health and social
needs.
The years that she's been with this child the experience is that he know when he's crying,
when he wants to do toilet or when he's crying for food. So most she identifies to say okay
this child needs to do toileting. So in this case she identifies that the child needs to do
toilet
It's very important that she understands the signals, the sign that the child uses for all
these daily activities.
It was very evident that caregivers of children with disabilities were extreme problem
solvers. Caregivers discussed ways in which they needed to adapt feeing, bathing, and
dressing their child, as well as ways in which they could pursue financial and social
opportunities. Through their pictures and narratives, caregivers demonstrated their ability
to problem solve with limited external supports.
And so, we need to be so much brilliant like we can come up with, if we can't move out of
the house, can come up with just a small business outside just to sell something to make
sure we have an income to care for our child.
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It really shows that this is how they handle the child. This is how they take care of him.
This is how they help him bathe. She’s saying someone who is helping him bathe has to
have the experience on how to handle him, and sometimes he might be a little bit
aggressive with some much force and energy in such a way that he might even end up
hurting himself if he has no one to handle him carefully.
Caregivers identified many ways in which strength, perseverance, and creativity

is

needed in order to fulfill the role as caregiver for children with disabilities. One subtheme which
emerged from this theme of being strong.
Subtheme: Pride from caregiving. Throughout the entirety of this project, caregivers
displayed great pride in their role as a parent for a child with a disability. Caregivers took
pictures of their child’s physical improvements to show others and spoke endlessly on
topics of pride for their children. Caregivers demonstrated how pride from caregiving can
assist in overcoming some of the difficulties and challenges faced by children with
disabilities and their caregivers. One mother talked about how proud she was of her son
doing homework on his own after school.

Figure 11: Happiness
This picture, it gives me courage and it makes me feel strong because it tells a lot that
even despite the child having a disability the child still can go to school and do other
things that other children are able to do
Another mother described pride in her child learning new skills.
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Yeah, there's a lot of change. It really feels great, like happy.

Figure 12: Now Sitting
I took that picture because it makes me happy to realize that she can actually sit down on
her own
When she's changing clothes, she really feels she's doing her job very well, she feels
happy and she's proud as a mom.
There she is sitting down. That makes me happy that she is now able to sit down.
Caregivers also described strength received through the act of caregiving.
It makes her feel strong whenever she sees him reading the Bible. So it's the reason why
she took this picture. The time John was reading the bible.
In her experience she feels good when she's taking care of this child.
Caregivers identified the need for strength in order to provide quality care for their children with
disabilities. Caregivers identified that they express this strength through treating their children
with patience, the ability to persevere through challenges and problem solve and manage the
responsibility of caring for their child’s needs. Caregivers also expressed that through the act of
caregiving they receive strength and pride, assisting caregivers to provide quality care for their
children despite their disability.
Theme Four: What the community needs to know. This theme described pursuits of
advocacy identified by caregivers as a need for their community. Caregivers described how
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they advocated for these supports in order to improve lives for families with children with
disabilities. A common theme emerged from the caregivers related to the need for
communities to understand children with disabilities and to become advocates for
individuals with disabilities.
One caregiver spoke about the need for other caregivers of children with disabilities
and community members to understand disability and to be able to support those who care
for them:
People in the community out there to need to know how to take care of their children
Caregivers spoke of the need for engaged parenting and caregiving for children with
disabilities. It was important for caregivers to inform the community that they must attend
to their children with disabilities and not leave them alone or hidden. One mother captured
a photo of her child with a disability and her sister sitting in church, describing the love and
support from family and community members for her child with a disability speaking to the
need to include children with disabilities in community and family affairs.

Figure 13: Favorite Sister
It should teach others that we don't have to leave our children alone and unattended to
because, at the end of the day, they will need us, and there's nothing that they can do on
their own.
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The message that this picture can send to the community and to the people out there is
that we need to be close to our children. We don't need to ignore them, or neglect them,
we need to be close to them so much.
Caregivers also identified the need for community members to take an active stance in
caregiving and to be aware of the need for children with disabilities to have their basic
needs met including bathing, feeding and other daily activities.
So dirty their clothes not changed, but this shows that we have to always make sure that
the parents are educated to take care of their children, to comes to changing their
napkins, washing their pants and yeah.
It can let the community know that what to take care of their children with disability very
well.
Additionally, caregivers spoke regarding the need for community involvement for
increased access to resources for their children with disabilities. Caregivers described in
detail how community resources such as neighbors, church community, and physiotherapy
were strong supports, and that caregivers advocated for other caregivers to pursue these
services for their children.
The parents have to be strong taking the child to the physiotherapy, but even as they take
their child for physiotherapy
I had to start going to physiotherapy and even if I don't go on certain days, I do it alone
at the house. I stretch her and just train her on how to sit.
In the following photo, the mother spoke to the emotions felt when seeing her child being taken
care of by the community caregiver from the Kusamala + program stating:
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Figure 14: CCG helping the Child
It shows love because that's not her mother, but she's able to clean up my child.
Conversely caregivers described how a lack of community involvement made caregiving
extremely difficult to manage.
One caregiver described why she provides care for her child alone, stating:
Because there is no other person who can do this job.
Caregivers identified the need to advocate for themselves, and for others in order to improve
the quality of their lives and the lives of their children with disabilities, which is highlighted
in the following subtheme.
Subtheme: We have to be role models. Many of the caregivers gave examples of how they
care for their children in hopes that others will follow suit. Caregivers identified themselves
as role models in their community, for other community members to see, as well as for other
caregivers of children with disabilities to learn from.
The community should know that caring for children with disabilities means a lot. We
need to care for where they sleep, their clothing's. We need to wash their clothing's, their
blankets. We need to always check on where they sleep from.
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Figure 15: Washing for the child every day
So dirty their clothes not changed, but this shows that we have to always make sure that
the parents are educated to take care of their children, to comes to changing their
napkins, washing their pants and yeah.
It should help us teach others that we together have to care for children with disabilities.
Multiple caregivers emphasized the need for others to learn and understand how to be with their
children with disabilities. Through the photographs and interviews, caregiver’s chose to role
model behaviors and attitudes to ensure the best care for their children with disabilities.
One mother captured a photo of her child in front of the public toilets he is unable to use
due to his disability.

Figure 16: Complaint
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She's saying sometimes he feels shy. He tells the mother that I've grown old, you shouldn't
be putting me on a pot, while the other children are around me. They'll be laughing at
me. That would teasing me. So what they do is they put a toilet pot behind the toilet.
That's where they put Elijah, his toilet there.
Caregivers continued to describe ways the community needs to support children with disabilities,
Wants the community to learn. They need to have empathy and sympathy for this child,
and then again they need to exercise patience with them, because it will take time for
them even just to have a through bath, so they need to have patience with them, and then
they have to accept and just be with them where they are.
The community, when they see this picture, they should understand that it's not them
alone with this situation and there are other people facing the same situation, but we
don't have to give up. You always have to be there to care for the child.
Through the photo elicitation process, caregivers identified the need to advocate for
caregivers of children with disabilities in order to improve their own current situation, and
the situation of other caregivers. Caregivers in this project identified the need to be advocates
for them, and to show others how to care for children with disabilities. Identifying advocacy as
important, conveys to the community a need for growth, understanding, and the reduction of
discrimination and stigma for children with disabilities in their community and society.
Discussion
Data collected through the photovoice research process provided a rich description of the
participant’s experience of caring for their children with disabilities in their community,
highlighting specific strengths, challenges, and areas of need.
This research project began as an identified need for a greater understanding of the
experiences of caregivers with children with disabilities in Zambia. The field of research
regarding caregiver experience and experiences of stigma and discrimination is important to the
study of occupational therapy and occupational science. Understanding the lived experience of
caregivers allows occupational therapists to pursue family-centered approaches of care and
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advocacy across diverse clientele and populations. According to the Zambia National Disability
Survey (2018), the estimated percentage of individuals living with a disability is 10.9 percent of
the adult population, and 4.4 percent of children in Zambia. The prevalence of disability in
Zambia demonstrates the importance of this research study, to understand the lived experience of
caregivers with a child with a disability living in under-served communities in Zambia. There is
a startling lack of studies examining the experience of stigma and discrimination faced by
caregivers in LMIC (Tilahun et al., 2016). This research study aimed to expand the literature in
this area and explore the need for additional research in this area of study.
Disability policy exists in Zambia today, however, the effectiveness of the
implementation of these policies is unclear. This photovoice research process aimed to empower
individual participants and communities to advocate for their specific needs, and in turn lead to
community change. The participant’s descriptions of their experiences as caregivers led to the
emergence of four main themes from the research data. A discussion regarding similarities, and
differences between past literature, and findings of this research study will be explored.
Need for equality. In the first theme, Also a human being, caregivers identified the
pressing need for equality for their children with disabilities in their own families and
communities. Caregivers identified ways in which they pursue equality for their children, and
areas of need for increased equality.
Parents spoke of the need for equal treatment of their children. One way they expressed
this was to ensure their children’s basic needs were met. Caregivers spoke regarding the need for
care and supervision for their children during their activities of daily living, including feeding,
bathing, toileting, and dressing. One mother reflected on the photo of herself bathing her son,
stating the photo shows, “how they handle the child. This is how they take care of him. This is
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how they help him bath. She’s saying someone who is helping him bathe has to have the
experience on how to handle him.” Dedicating extra time, energy and resources to accomplish
these activities of daily living was identified as a way in which caregivers treated their child with
a disability with equality. Tilahun et al., (2016) found that children with disabilities in LMIC
were not given many of the same opportunities as their typically developing peers, including
lacking access to educational opportunities and professional health treatment. Literature
regarding LMIC demonstrates that children with disabilities may not have access to the same
supports and resources including health services, financial supports and educational
opportunities when compared to individuals without disabilities (Janardhana et al., 2015; Tilahun
et al., 2016).
Mothers addressed the need to love their children equally, both their children with
disabilities and without disabilities. Werner and Shulman (2015) found that the misperception of
the understanding of the cause of disabilities may reroute blame onto the family members. Selfblame placed on caregivers and family members may negatively impact the quality of care
provided to children with disabilities (Werner & Shulman, 2015). Caregivers spoke out regarding
the importance of expressing love for their children with disabilities. This included love from
family members and community members. In addition, all of the caregivers interviewed touched
upon the importance of treating their children with dignity and providing care to them in a
dignified way.
Equality extends past equal treatment from family members, as caregivers in this study
identified community acceptance as necessary for the dignified treatment for their children with
disabilities. Caregivers reported limited acceptance of their children from the surrounding
community including limited access to educational and health services. This experience
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resonated with the current literature regarding the caregiver experience of stigma in LMIC.
Stigma against disabilities has been seen to lead to limited community acceptance for children
with disabilities in Sub-Saharan Africa (Singogo et al., 2015). One mother explained that not all
individuals understand or accept her son who has a disability, she stated, “like people that are
neighbors and friends, family, they have accepted him and he’s part of the family. But for
example others visiting in the community, visitors, some might not give the positive attitude as
right now, some might be afraid to say, “Why is he like this? Why is he like that?”.
Affiliate stigma refers to stigma experienced by association, such as by a caregiver of a
child with a disability (Werner & Shulman, 2015). In Zambia, women typically are positioned
within the role of caretaker for children, which aligned with the caregivers represented in this
subset of data (Chiluba & Moyo, 2017). Four of the mothers in this study spoke regarding the
difficulty of providing care to their children with limited support, one mother stated “even if I
want to go to the market, I have to know, just stop going there, if it means to stop, because there
is no other person who can do this job.” The caregivers spoke to the challenge of providing care
with limited community support. Affiliate stigma may lead to caregivers being unable to meet
their own needs, and in turn to not be able to meet the needs of their children (Tilahun et al.,
2016; Werner & Shulman, 2015). Additionally, it has been found that stigma against individuals
with disabilities and their caregivers may lead to unequal treatment and denial of access to
opportunities such as employment opportunities (Janardhana et al., 2015). Caregivers in this
study identified the need for equal treatment for their children with disabilities from themselves,
and from their community.
Related to this theme was the need to treat their children with equality by letting them be
children and engage in typical childhood activities like the other typically developing children in
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their neighborhood. Caregivers found that their children experienced great happiness when
surrounded by accepting friends. One mother explained the importance of her son being accepted
by friends when she described a photo of her son playing with friends. She stated that it, “shows
that John needs to be free with his life. He never once complains, should let him play with his
friends. You don't need to put him back, or hold him down. Just need to let him play and do
whatever he wants to do with his friends.” The Zambia National Disability Survey (2018) found
that individuals with disabilities had reduced levels of social participation, and the more severe
the disability, the less social participation was seen. Caregivers spoke of this regarding the
struggle their children face when interacting with other children their own age and forming
friendships. Many caregivers discussed the importance for themselves, as well as for their
children that came from having friendships.
Caregiver challenges. In the second theme, This is what we go through, the participants
identified challenges that create barriers to providing care in their daily lives. Caregiver
challenges have been examined through past literature (Thrush & Hyder, 2014; Greere et al.,
2013; Dykens et al., 2014; Sandy et al., 2013). Examination of challenges experienced by
caregivers in diverse settings can assist in providing a rich understanding of the caregiver
experience and lead to systemic changes to address these challenges.
Mothers described many environmental factors that impacted their ability to provide
daily care to their children, including internal environments such as small and inaccessible
spaces, as well as external environmental barriers including access to transportation, terrain
difficulty, inaccessible toilets, and access to clean well water. Geere et al. (2013) found that in
Kenya, limited access to transportation and mobility equipment paired with difficult terrain and
weather conditions were factors contributing to poorer physical health of caregivers and their
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children with disabilities. One mother captured a photo of her daughter drawing water from a
nearby well and explained that when the well was open it was a support for her and her family to
be able to provide care for her children. She stated, “this well, they really depend on it.
Sometimes the governing authorities concerned with the well in the community sometimes they
might come, they close, so they close up these wells. Sometimes it’s really a challenge for them
just to have funds to go and fetch water elsewhere.”
Many participants also described emotional challenges that were associated with their
role as caregiver. Caregivers described the emotional experiences felt when they first began to
notice their children were not developing at the same rate as their typically developing peers.
Research has found that minimal emotional support provided during diagnostic process may lead
to feeling of loneliness and helplessness experienced by caregivers (Aguerre et al., 2018) Dykens
et al., (2014) found that increased stress attributed to caregiving increased the odds of having
symptoms of depression and anxiety, as well as difficulty sleeping and experiences of
exhaustion.
Financial challenges were additionally found to be a common barrier experienced by
caregivers within this study. All the participants lived in a low-resourced and impoverished
community within Lusaka, Zambia. Caregivers described the additional costs that were
associated with caring for their child with a disability including additional equipment, supplies
and medical resources, aligning with past research that examine financial implications associated
with caregiving (Dykens et al., 2014; Sandy, Kgole & Mavundla, 2013). Mothers spoke
regarding the challenge of accessing health care and attaining already limited resources such as
wheelchairs for their children. Living in poverty further exacerbates access to supports to
caregivers of children with disabilities such as from health professionals.
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A large barrier identified within this study was the inability to pursue vocational
opportunities to earn money due to their role as caregiver. Mothers spoke about the common
trend of fathers leaving due in part to the perception of disability, leaving many mothers to
provide care alone and unable to pursue employment opportunities. Sandy et al. (2013) found
that limited educational opportunities for children with disabilities led to limited possibility of
individuals with disabilities gaining economic independence, increasing the financial burden
placed upon caregivers of individuals with disabilities.
Associated with financial challenges, many caregivers had major challenges with
accessing transportation. In Zambia, caregivers generally carry their children on their back using
a traditional wrap until they are old enough to walk independently. For children with physical
disabilities, some parents in Zambia find themselves having to carry their children with
disabilities on their back as their only option of transportation for themselves and their child.
Physical disabilities increased the difficulty in accessing transportation services, however, many
caregivers stated that lack of income provided a large barrier in accessing transportation
resources. One mother discussed the challenge of getting her child to school stating, “it's not very
far, but sometimes I get into a bus, sometimes we just walk when we have no transport money to
get into a bus.” Along with accessing transportation resources, caregivers in this study identified
time constraints which impacted financial gain. As some children with disabilities require
additional supervision than other typically developing children, caregivers commented on their
inability to pursue financial opportunities, or with their own community. Mothers stated they
faced financial challenges due to not being able to leave their child unattended to pursue
financial gain. One mother explained, “It’s usually hard for her to leave Samuel alone. She will
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have to wait for friends to knock off from school. That’s when she would leave him with the
friends, maybe to go and do one or two things. Maybe do business.”
All participants within this research study described physical challenges associated with
caregiving. Caregivers detailed their physical responsibilities associated with caregiving
including transporting their children and assisting with feeding, bathing and dressing routines.
Other studies support this finding. Geere et al. (2013) researched physical challenges and
implications associated with the role of caregiving and have found that caregiving had negative
implications on the physical health of caregivers in Africa including increased incidence of
chronic pain and fatigue. Participants described experiencing exhaustion when engaging in daily
tasks associated with caregiving. Thursh and Hyder (2014) found that the most common physical
symptom of caregiving was the experience of fatigue, which can lead to exacerbation of chronic
health conditions.
Another barrier noted by the participants was limited support from family, friends, and
community members. Participants identified that caregiving with limited support created many
barriers to provide care to their children with disabilities. Caregivers identified times in which
they had to adapt their caregiving routine due to their being no one else to support them, or no
one else who was able to provide care for their child. One mother captured a photo of her son in
the bath and described the challenge of providing bathing assistance alone, “there are times when
there is no one to help. That means I would be just forced to make him lie on the floor so that she
does the bath, not from a tub.” Limited support for caregivers was seen to be a huge challenge
when providing care for children with disabilities.
Caregiver qualities. In the third theme, Have to be strong, the participants described
necessary qualities they identified within themselves in order to be quality caregivers.
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Throughout all of the participants’ interview, caregivers spoke of the strength they had and the
strength they needed to continuously provide care for their child with a disability in their
community.
Mothers spoke of the need to have patience when providing care for their children.
Patience for their child’s behavior, for daily tasks that may take longer than their typically
developing peers, and patience for community acceptance.
Another quality that participants emphasized was perseverance. Caregivers spoke of the
continued need to provide financially for their child with a disability, as well as their other
children. Two caregivers interviewed were balancing pursuits in entrepreneurship and caregiving
while functioning as the sole head of their household. The ability to persevere through challenges
enabled caregivers to care for their children with disabilities including assisting in financial
activities to provide for the family’s needs, assisting with their daily activities, and health care
needs. Caregivers within this research study also demonstrated great ingenuity and ability to
problem solve. Through interviews and photographs, caregivers helped spread awareness
regarding ways in which they adapted their caregiving tasks to their child’s needs. For example,
many caregivers spoke regarding difficulty bathing and dressing their children due to their
physical disability and described ways in which they had adapted their physical assistance to
accomplish these activities of daily living with their children. In addition, one mother
demonstrated her ability to problem solve to pursue financial gain. She explained, “we need to be
so much brilliant like we can come up with, if we can't move out of the house, can come up with
just a small business outside just to sell something to make sure we have an income to care for
our child.”
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Caregiver’s additionally identified the need to be able to respond to their children’s
needs. four Participants emphasized the responsibility of attending to the needs of their child,
despite challenges such as their child being non-verbal. One mother stated, “the years that she's
been with this child the experience is that he know when he's crying, when he wants to do toilet
or when he's crying for food. So mostly she identifies to say okay this child needs to do toileting.
So in this case she identifies that the child needs to do toilet.” Another mother explained “it's
very important that she understands the signals, the sign that the child uses for all these daily
activities.” Responsiveness to their child was deemed as an important attribute in order to
provide care for their child, taking form in understanding their child’s language, cues, and signs.
Caregivers additionally described the feeling of pride attached to caregiving. Caregivers
demonstrated that pride from caregiving was a strength to provide care for their children, as well
as a strength that is derived from the act of caregiving itself. All participants interviewed
demonstrated a feeling of pride in their role as caregiver for their child, and pride that came from
providing quality care. For example, one mother captured a photo of her child working on
homework and explained, “it gives me courage and it makes me feel strong because it tells a lot
that even despite the child having a disability the child still can go to school and do other things
that other children are able to do. It has been found that caregiving can be a rewarding
experience that can lead to increased fulfillment in the caregiver’s life (Cohen et al., 2002; Green
2006). The feeling of pride caregivers in this study experience may lead to positive outcomes
attributed to their role as a caregiver. Additionally, many participants spoke regarding the
positive emotions that were evoked when they saw their child making progress and
improvements. The mothers stated that the pride and happiness felt from caregiving allowed
them to continue to provide care through difficult times.
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Need for advocacy. In the fourth theme, What the community needs to know, participants
used the platform of the photovoice research project to provide messages of advocacy to their
community regarding their experience as a caregiver of a child with a disability. In a way, these
messages can be seen as a call to action for community members and policy makers. Through the
photovoice process, caregivers self-identified areas of importance for the community to
understand. Multiple caregivers spoke of the desire for community members to have a better
understanding of their children, disability, and their experience as a caregiver of a child with a
disability. Tilahun et al., (2016) and Singogo, Mweshi and Rhoda (2015) found significant
misperceptions regarding the cause of disabilities in Sub Saharan Africa. This may in turn lead to
increased stigma and discrimination against those with disabilities, due to a lack of
understanding. Through this research study, the caregivers took steps toward increasing
awareness of disability within their community.
Caregivers’ education and training was identified as a need by participants to ensure that
other caregivers of children with disabilities were adequately trained and understood disability
and how to advocate for their child. Previous studies have indicated that due to the needs of their
children, caregivers may not have the opportunity to pursue their own academic and economic
pursuits leading to an impact on the care provided to the children with disabilities (Sandy et al.,
2013; Tilahun et al., 2016). Caregivers in this study identified the need for caregivers and
community members to have a greater understanding of individuals with disabilities in order to
provide quality care and identified one way to increase understanding was through education
Provided by the Kusamala + program. One caregiver captured a photo of the community
caregiver through the Kusamala + program caring for her child. Reflecting on her experience
with the community caregiver the mother explained, “before this caregiver came to my house
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then, I used to be so unhappy about my child's behavior. I also used to be, it was so disgusting
for me caring for her. I couldn't do it with all the passion, but this caregiver when she came to
my house, she made me understand how important for me to just care for this child, and that's
not the child's fault that this is condition.”
Participants also emphasized the importance of not hiding those with disabilities from the
community, and the need to increase community inclusion and involvement for caregivers and
children with disabilities. Similarly, other studies found individuals with disabilities have been
kept hidden and may not be integrated into the community due in part to stigma and
discrimination against disabilities (Janardhana et al., 2015; Sandy, Kgole & Mavundla, 2007).
Caregivers identified and began to express the need to advocate for increased community
inclusion for their children with disabilities. One mother explained that the reason she captured a
photo of her daughter with her friends was to show the community the importance of acceptance
for children with disabilities. She stated, “It can teach the community in a way that, some other
members of the community with children with disabilities do not actually get their children with
disability outside the households.”
Limited community inclusion limits support available for individuals with disabilities
such as physiotherapy access. Limited community inclusion, also limits the support available for
caregivers to assist them with their caregiving responsibility, increasing the burden on the
caregiver. Caregivers in this study identified the need for respite, and generally relied upon
family members to provide respite times, which was not always an option. This aligns with the
literature which identified the need for increased support personnel and services to assist
caregivers of children with disabilities in LMIC (Chiluba & Moyo, 2017).
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Caregivers spoke of ways they were already advocating for better parents and community
members. All five caregivers identified the importance of demonstrating how they care for their
children with disabilities in order to encourage others to provide quality care. One mother
captured a photo of her son being fed to show the importance of being patient while assisting
with daily care. This mother explained “she wants people in the community out there to know
how to take care of their children.” Through demonstrating ways in which they treat their
children with equality, dignity and love, the caregivers identified that being a role model for
other caregivers was a way in which they advocate better treatment of children with disabilities.
Implications for Occupational Therapy Practice
Ethical guidelines for the implementation of research projects in the field of occupational
therapy and occupational science are important to ensure the safety for research participants
(AOTA, 2015a). In regard to research within occupational therapy and occupational science,
ethical guidelines are also in place to ensure the adequate dissemination of research findings
from projects in the field (AOTA, 2015a). The code of ethics emphasizes the ethical implications
of the researcher and participant relationship as well as the need to avoid the exploitation of any
such relationship, and the need to ensure proper communication between researcher and
participant (AOTA, 2015a).
Through this research project, the implementation of a photovoice study within the
context of occupational therapy research in a LMIC was explored. Occupational therapy
addresses client-centered factors in the context of engagement in meaningful activity for
individuals and populations. Understanding of the lived experiences of caregivers with children
with disabilities will allow for occupational therapist to develop and implement client-centered
interventions, programs, and disseminate appropriate information to the greater public.
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Identifying and addressing the experience of stigma and discrimination caregivers face is an
important step in understanding the caregiver experience.
Recommendations for Future Research
Future research into the area of lived experiences of caregivers and their experience with
stigma and discrimination is warranted. Within this phenomenological research project, the aim
was to describe the lived experiences of caregivers with children with disabilities and did not aim
to explore the reasoning behind why caregivers experienced certain things. Increased research
into this area of study will allow for the ability to create effective and sustainable programs for
caregivers and children with disabilities in LMIC. Additional research will also increase the
awareness of disabilities within LMIC, further striving toward the reduction of stigma and
discrimination against caregivers and children with disabilities in LMIC.
Strengths & Limitations
Strengths of this project include the use of the photovoice method with the qualitative
nature of this study. The photography and photo elicitation interview aspects of this study
allowed for participants to control the narrative of the message being disseminated. The photo
exhibition component of this study allowed for participants to feel empowered, empower other
caregivers and engage in education of their own community. Photovoice has been seen create
lasting change in self-described empowerment for the participants as they learn new skills and
make common connections (Budig et al., 2018). This research study has aims to increase
awareness regarding the lived experience of caregivers with children with disabilities in Zambia,
as well as empower the caregivers and community members to take an active stance and pursue
acts of advocacy.
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In addition, all four individuals of the research team completed the coding process
independently, and then common codes were decided upon. Common codes were used for the
data analysis in this research study. One researcher went back to the community in Zambia
where this research study was conducted and brought preliminary themes to participants in order
to complete member checks. The participants found the initial themes determined by the research
study to be representative of their experience as a caregiver for a child with a disability.
Due to time and financial limitations, the sample size of this study is small with 10
participants, data from five of which were included in this thesis. In addition, all 10 participants
live within a small geographical location within a sub district of Lusaka, Zambia, so experiences
may not generalize well to the greater Zambian culture or to other cultures within LMIC. In
addition, while codes were decided upon within the research group of four researchers, data
analysis was then conducted independently with guidance and support from the research team.
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Appendix A: First Workshop Itinerary
Photovoice Large Group Meeting
MODULE: Getting Started
Welcome
Objectives:
To welcome everyone:
● To introduce yourself and the PIs and RA.
● To give a quick reflection on all the participants in training
● To create a positive environment in which the trainings can start
Time:
● 15 minutes
Materials:
● Markers
● Pieces of paper
● Name badges
Instructions:
● You can do this any way you want, taking into account the objectives above, but include:
1. Introduce yourself briefly. Tell them your name and the name of your child you care
for.
2. Ask participants to write out a name badge to wear.
MODULE: Getting Acquainted
Objectives:
● To provide an opportunity for the participants and the facilitators to briefly introduce
themselves and get to know each other’s names.
● To create an open attitude
● To get familiar with fellow participants and facilitators
Time:
● 30 to 45 minutes
Materials:
● Projector
● Presentation with pictures of facilitator
Instructions:
● Facilitators introduce themselves through pictures. Include:
o Pictures typical of the US and from the area
o Pictures of people: yourself, family, friends, pets etc.
o Pictures of your favorite food, color, animal, holiday destination
● Facilitators show the group each picture and tell what they see and why you brought it.
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● When you present your picture ask the group if there are any questions. Let them know
that if other questions come up during the week, they can ask them later.
MODULE: Ground Rules
Objectives:
● Share and agree on common conditions
● Feel safe and confident in openly discussing sensitive issues
● Become aware of differences in individual participants’ needs for creating a safe
atmosphere
● Feel encouraged to fully participate, give input and get ownership about what the
participants want to learn
Time:
● 20 minutes
Materials:
● Flip chart
● Marker
● Tape
Instructions:
● Write ‘ground rules’ on a flipchart and invite participants to call out what conditions they
need to feel safe and confident in openly discussing sensitive issues and to ensure their
full participation in the training.
o Examples: Be respectful, honest, sincere, and focused on identifying the
important issues in your community that relate to caring for your child with a
disability.
● It is important to include Photovoice-specific ground rules during the training and during
the fieldwork.
o Each camera is registered to a participant
o Only use your own camera
o Turn your camera off during activity
o Put the string around your wrist when using the camera
o Have respect for each person’s photos
● Hang the flipchart with the ground rules on the wall in a way that it is visible for all
participants during the training.
MODULE: Aims and Objectives of the Training
Objectives:
● Understand the basic concepts of Photovoice
● Understand the purpose of this training course
● Develop agreement with the objectives of the training
● Create motivation for and ownership of the training by the participants
● Develop an overview of the activities and timeline for the project
Time:
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● 30 minutes
Materials:
● Marker
● Flip chart
● Visual handout – photovoice step-by-step
Instructions:
1. Ask the participants what they think Photovoice is.
a. Photovoice is a way of reporting that gets messages across by using photos. You
will take pictures with the camera to answer the research questions: What are
your experiences caring for your child with disabilities in the Kanyama district of
Zambia? What are your preferences for changes you would like to happen in your
community? This project combines pictures with your own stories. You
formulate answers from your own perspective that reflect each individual’s
message. You discuss the message that you want to present, and the group makes
a final selection of pictures that tell the story of and opinions of the group to
answer the research question. In this way, the results (the pictures and stories) of
Photovoice are not one person’s story, but rather this group’s message.
The three goals of photovoice include: 1. In taking the photos and talking
individually with the team, then participants can record and reflect their
community strengths and concerns. 2. In the large group discussions, the
participants can talk about important issues through large and small group
discussions of their pictures to gain knowledge and understanding. 3. In the
community exhibition, to reach policy makers and encourage adoption of health
promoting policies.
2. Why is it that you are here for this training? Why are you learning this method and what
will be done with the results?
a.
3. Provide an overview of the training and activities you will complete.
4.

Four expectations:
i. Time commitment:
1. Group Meetings: Attending this class today for the whole day and
attending the focus group meeting for five hours.
2. Taking pictures: Taking pictures of issues that are important to
you about caring for a child with a disability. You will have three
days to take pictures.
3. One-to-one meeting: This meeting will take place in your home or
community and will last one hour.
4. Focus group: This five-hour meeting will take place at the same
center in one week.

AFTER THIS DESCRIPTION: OBTAIN INFORMED CONSENT FROM PARTICIPANTS
TO PARTICIPATE IN THIS PROJECT.
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Break for 15 minutes.
BASICS OF PHOTOGRAPHY
MODULE: Basics of Photography – What do you see?
Objective:
● Begin to develop concept of perception
Time:
● 30 minutes
Materials:
● What do you see ppt with images
● Laptop
● Projector
Instructions:
● Show participants images on ppt – Ask: What do you see?
o When we see something, we send visual information to our brain where it is
processed.
o The brain then processes what we see – based on what is already stored in the
brain.
o You can influence your interpretation, the way in which you see things.
● So what can you say about the images we just looked at?
MODULE: Linking Images
Objectives:
● Think about the different possible meanings of pictures
● Learn how we scan images for meaning, and that this depends on our culture,
background, experiences, age, etc.
● Learn to look for a common theme of pictures together
● Understand that themes can have different associations
● Understand that pictures with different subjects can depict a similar theme.
● Understand that pictures together can reinforce a message
● Understand that by selecting and categorizing collectively, you have a very powerful tool
of communication.
Time:
● 30 minutes
Materials:
● Linking Images ppt
● Laptop
● Projector
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Instructions:
● Brief lecture about looking for meaning in pictures.
o When we look at a photograph, we ‘scan’ the image looking for meaning:
symbols, codes, things that we recognise and help us to understand and interpret
the photograph
o What these codes are depends on our culture, our experiences, our age …
o ASK: What else could they depend on? (possible answers: gender, age, the way
you were raised, where you grew up)
● Every picture tells a different story to every person.
● Look at photos and consider these questions as you look at them: What do you see?
What is happening? What does this mean, according to you? How does this picture
make you feel?
● Facilitation point: make sure you have enough time to discuss each of the pictures.
Explain to participants that they are sharing their personal views about the pictures –
there are no right or wrong responses to the pictures. May help to have participants
consider their personal responses for a moment in silence before volunteering their
answers.
MODULE: Composition
Objectives:
● Understand the basic rules of composition
● Understand how to give attention to the most important part of a picture
● Understand how to make a picture more interesting
Time:
● 30 minutes
Materials:
● Composition PPT deck
● Laptop
● Projector
Instructions:
● Write points of composition on a flip chart and hang in the room. As you go through the
ppt deck, show how each picture shows a different element of composition.
● Lines, rule of thirds, making use of repetition and dominant lines, negative space, frame
within a frame, angle, direction of subject, light and shade in a photo.
MODULE: Ethics of Photovoice
Objectives:
● Understand ethical considerations when taking photos of people or people’s property or
businesses.
● Understand informed consent and how to ask for assent/consent from people you may
photograph.
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● Understand how to protect yourself from any danger related to this project.
● Understand how to protect the community.
● Practice talking about the project and asking for consent/assent.
Time:
● 30 minutes
Materials:
● Assent forms and consent forms
● Case studies
Instructions:
● Short instruction: When taking photos, you can choose to take pictures of whatever you
would like that shows issues related to caring for a child with a disability. However, you
are responsible for following the ethical considerations to ensure that you are following
measures that protect yourself and the participants involved.
o When interested in taking a picture of an adult, you should ask for informed
consent. When considering taking a picture of a child (under age 18), you should
ask for assent from the child and consent from the parent.
o Informed consent allows someone to decide if they would like to take place in a
study. It also gives people information about what will happen once they agree to
participate. It also gives possible participants the option to not continue with the
research at any time.
o Assent allows children under 18 the option of participating in the study.
o When interested in taking a picture of a child under 18, you should also get
consent from the parent or caregiver.
Consent Needed
Consent NOT needed
● Taking a picture of someone who is
Taking a picture of public figures
recognizable (faces, tattoos, or markings)
Taking a picture of children under 18 years
Taking a picture of the environment or
public settings.
Taking a picture of personal belongings and/or
Taking a picture of people who cannot
personal property
be specifically identified
● Protect Participants: You should not enter ANY dangerous spaces/situations to complete
the project. Think not only about danger in terms of physical harm, but also in emotional
harm, harm to individual reputation, or potential financial harm.
o Ask yourself: Will it harm me or others? Is it dangerous?
● Protect the Community: It is important to protect others by not taking pictures that may
harm the reputation, safety, or individual choice of another.
o Ask yourself: Will it put a person’s employment, status in the community etc. in
jeopardy?
Activity 1: Decision making:
● Providing case studies of different situations to see if participants believe that they should
ask for consent or if they do not need to ask for consent.
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● Ask participants to respond to case studies related to avoiding danger/harm while
participating in this project.
● Ask participants to respond to case studies related to protecting the community while
participating in this project.
Case study 1: You would like to take a picture of the young children in the neighborhood
playing together. ASK: Would you need to ask for consent or asset or both? Why?
Case study 2: You would like to take a picture of your neighbor’s house with no one outside.
ASK: Would you need to ask for consent or assent or both? Why?
Case study 3: You would like to take a picture of the community water spicket with an adult in
the picture. ASK: Would you need to ask for consent or assent or both? Why?
Case study 4: You would like to take a picture of the neighborhood market – focusing on one
owner’s business. ASK: Would you need to ask for consent or assent or both? Why?
Case study 5: You observe illegal behavior in your neighborhood and would like to take a
picture of it for this project. Should you proceed? Why or why not?
Activity 2: Role Playing to Obtain Consent
● Have group members watch a role play where they explain the project to a possible
subject of a photo and seek their consent.
o Will use the sentence: “I am part of a Photovoice project in which we use
pictures to show our experiences of caring for a child with a disability” to explain
the project.
● In small groups of 2 or 3, practice obtaining assent from a child and consent from an
adult.
● Using one of the case studies that you just considered, have one person role play the
individual you would approach for consent, one person will ask for consent, and the last
person will observe and offer feedback.
MODULE: How to Work a Camera
Objectives:
● Have the basic technical knowledge about using the camera (focus, light, using the flash,
movement, replacing batteries)
● Feel comfortable using the camera
● Practice using the cameras and get the desired results
Time:
60 minutes
Materials:
● PPT: How a camera works
● Printed copies of PPT for participants to take with them
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● Laptop
● Projector
● Cameras (one per participant)
Instructions:
● Use PPT to lead participants through how the camera works.
● Ask participants who has used a camera before
● Explain basic functions of a camera (on, off, zoom, screen, etc)
● Provide every participant with their camera
● Emphasize the following points.
o The camera is not theirs to keep
o They are the custodians of the same camera for the duration of the workshop
o They return the camera at the end of the training and don’t lend it to others
o If they use the camera, they should have the safety cord around their wrist
o They should always ask permission before photographing people or their property
(gain informed consent/assent)
▪ Remind participants to use the sentence: “I am part of a Photovoice
project in which we use pictures to show our experiences of caring for a
child with a disability” to explain the project.
o If people do not want their pictures taken, they must respect that decision.
o Troubleshooting possible problems:
▪ Your friend tells you to take a picture or to not take a picture – You are the
boss of your camera and YOU have the choice to decide what you’ll take a
picture of what you will not take a picture of.
▪ If someone wants to borrow their camera: Don’t let them!
▪ Everyone wants to be in the picture: Explain that this is not possible
Activity:
● Go through the presentation of how to operate your camera step-by-step with each of the
participants.
MODULE: Photography Exercises
Objectives:
● Become familiar with the functions and buttons on the camera
● Develop confidence in photographing other people
● Experience putting abstract themes into pictures
● Experience telling a story with pictures
● Develop skills to communicate and express yourself visually
● Develop broad and varied ‘toolbox’ to help you express yourself visually
Time:
60 minutes
Materials:
● PPT: Photography exercises
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Laptop
Projector
Cameras
Markers
Paper

Description:
These exercises help participants understand photography better; they can practice working with
cameras, shooting and composing of pictures and putting concepts or ideas into images.
Instructions:
● Introduce the five activities and give participants time to try out each part.
o Flash and light
o Composition
o Focus
o Visualizing a VIP
o Photographing concepts
MODULE: Understanding the Research Question
Objectives:
● Participants understand the research question they are going to answer through
Photovoice
● Participants understand the key concepts of the research question
● Participants understand why the question has been selected
Time:
30 minutes
Materials:
● Flip chart & markers
Instructions
● Explain the wider context of the training (advocacy) so it is easier for the participants to
understand why the research question was chosen.
o Research Question: What are your experiences caring for a child with
disabilities? What are your preferences for changes you would like to happen in
your community?
● Define key concepts in the research question.
● Brainstorm with participants what these concepts mean and write their answers down on
the flip chart.
o NOTE: This exercise serves two functions: 1. Confirms that everyone
understands the research question in the same way; 2. Helps the group learn from
each other and widen each other’s perspectives. At the end, be sure that everyone
in the group agrees with the outcome of the brainstorming session.
MODULE: Critical Thinking
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Objectives:
● Brainstorm possible individual responses to the research question
● Enable participants to reflect on their own ideas and opinions related to the research
question.
Time:
30 minutes
Instructions:
● Review the research question on the flip chart that is hung on the wall
● Explain objectives and ask participants to think for 15 minutes to come up with possible
answers to this question. Ask participants to come up with 3 possible answers to the
question.
o NOTE: Participants should not be talking to each other because the answers
should be really about themselves. They should not be influenced by others.
Emphasize that there are no right or wrong answers.
● Ask participants to think of possible symbols that could represent the answers to the
research question.
o Ask participants to come up with two ideas of possible images that they can take.
MODULE: Photo Safari
Objectives:
● Develop skills of taking pictures using key concepts from the training
Time:
30 minutes
Instructions:
● Participants work individually to begin to capture pictures on location that might be used
to answer the research question.
● Remind participants that pictures are more attractive when they take the following into
account:
o Be patient!
o Focus on the object
o Stand still, elbows in!
o Composition
o Symbolism
o Remind them they are artists now – no more selfies!
● Gather group and discuss together how it is going for them.
Checklist for Instructors:
● What do you see in the picture?
● What does this represent?
● How does this answer the research question?
● Remember, you can choose:
o Reality, symbolism, or an arranged scene, zoom in
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● Pay attention to:
o Lines
o Rules of thirds
o Repetition and dominant lines
o Negative space
o Frame within a frame
o Angle
o Direction of subject
o Light and shade
● Focus
● Movement
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Appendix B: Visual Schedule

Photovoice Project: Visual Schedule
St. Catherine University | University of St. Thomas

Project Ends
Thank you so much for your

Large Group Meeting

Catholic Medical Mission Board

Take Photos

Friday January 25th

particpation!

Morning to early evening

Friday January 18th

Full Day Training-workshop

or

Wednesday January 23rd

In caretakers’ homes

One on One interviews

Wednesday January 30th

Location to be determined

Community Exhibition

Four days to take photos

Morning to afternoon
Kanyama Bread of Life

Kanyama Bread of Life

Thursday January 24th

Church

Church

